Objective: To document the gap between actual and desired ideal services for relatives post-stroke from 3 perspectives: relatives, stroke clients and health professionals. Methods: A two-phase qualitative design and consisting of in-depth interviews (Phase 1) and 3 focus groups (Phase 2). The interview sample consisted of 25 relatives (mean age 53.4 (standard deviation 12.7); women = 21/25) and 16 individuals with a first stroke (mean age = 55.7 (standard deviation 11.2); women = 7/16). The focus group sample size varied from 5 to 7 participants. An interview guide validated by experts was used. Audio content was transcribed verbatim and rigorously analyzed by two team members. Results: Services received by relatives are diversified, and relatives' perceptions range from receiving no services to being satisfied with services received. Even when participants were satisfied, ideal services were still desired: they would have liked to receive services earlier and without having to seek. Four main factors emerged as influencing the amount and quality of services received, including the individual's ability to seek. Conclusions: A gap remains between actual and ideal services for relatives post-stroke. It is crucial to legitimized relatives' role as clients and to systematically assess the patient's social environment in order to provide services in accordance with needs.
IntROductIOn negative consequences of stroke for relatives have been acknowledged for more than 3 decades (1). Recent reviews reaffirm the negative impact of stroke on relatives' participation (2) and quality of life (3) while admitting that it can be a positive experience (4) . Relatives' needs for information (5) , education (6) and support (7, 8) are also well documented. Internationally, stroke best practices recommend including relatives throughout the continuum of stroke care (9) (10) (11) (12) as there is increasing evidence of effective interventions such as counselling program or vocational training specifically targeting relatives and resulting in positive outcomes (13, 14) .
However, we know little about what relatives actually receive in terms of services. In a canadian cross-sectional telephone survey using 3 case studies describing typical patients with stroke, only one-third of clinicians (including physical therapists, occupational therapists and speech language pathologists) identified a family problem when there was one and offered a related intervention (15) . It makes common sense that offering services to all relatives post-stroke should be systematic and monitored by all members of the interdisciplinary team and not solely by the 3 rehabilitation disciplines surveyed. As such, stroke best practices do recommend offering support and education to families at all stages across the continuum of stroke care (16) .
Purpose of study the purpose of this study was to explore actual services received by relatives and to contrast it to desired ideal services (i.e. services wished for relatives by participants) in acute care and post-stroke rehabilitation from 3 perspectives: relatives, stroke clients and health professionals.
MEtHOd

Design of study
A two-phase qualitative design was used. Phase 1 consisted of in-depth interviews (17) anchored in a phenomenological perspective (18) with relatives and stroke clients in order to document their perceptions of actual and ideal services received by relatives in both acute care (t1) and in-patient or out-patient rehabilitation (t2). Only those who actually received formal rehabilitation services were interviewed at both times, more than 6 weeks after discharge, allowing patients to resume their normal activities and have the hindsight needed to comment on actual and ideal services. Phase 2 consisted of 3 focus groups (19) , in which results from Phase 1 were discussed with other relatives, stroke clients, and health professionals.
Participants' selection and recruitment
Three populations were targeted by the study: 1) relatives, defined as individuals who had spent time with the patient since the stroke, 2) individuals who had had a first stroke (stroke clients), and 3) health professionals working with stroke clients. Although we did recruit some dyads (relative-patient), this was not an inclusion criterion. those who could not communicate in french were excluded. diversity was sought to maximize the scope of lived experiences through age, stroke severity and discharge destination for stroke client, and through discipline and work environment for health professionals.
Participants in Phases 1 and 2 were recruited from 3 acute care hospitals and from 2 rehabilitation centers to represent the continuum of care. Potential participants were screened and referred to the research assistant by an on-site nurse not involved in the study. Eight of the 49 potential participants referred for Phase 1 refused to participate mainly because of fatigue or not having time for an interview. there was no refusal for Phase 2 (focus groups). for both phases, eligible individuals were contacted by a research assistant to explain the purpose of the study and schedule an appointment for an interview (Phase 1) or a focus group discussion (Phase 2). the research protocol of the study underwent a provincial multicenter procedure to ensure that the ethics committee of each establishment involved in recruitment approved the study.
Characteristics of participants in Phases 1 and 2
characteristics of participants in Phase 1 are presented for relatives in Table I and for stroke clients in Table II . Relatives' (n = 25) mean age was 53.4 years (standard deviation (SD) 12.7) . Nine were interviewed at both times (following discharge from t1 and t2) for a total of 34 interviews. Stroke clients' (n = 16) mean age was 55.7 years (SD 11.2), and 10 participated at t1 and t2 (n = 26 interviews). Participants in the focus group (Phase 2) for relatives (n = 5) were aged between 43 and 66 years, and 3 were women. Participants in the stroke client focus group were mainly men (n = 3/4), while participants in the health professional focus group were mainly women (n = 4/5). For the latter, the entire continuum of stroke care (acute care, in-patient rehabilitation, out-patient rehabilitation) was represented by a variety of disciplines, including a nurse, a physiotherapist, a speech language pathologist, a social worker, and a special educator, while the two facilitators were occupational therapists.
Data collection
An interview guide was used in Phase 1 to facilitate the administration of individual interviews while enabling the emergence of spontaneous, unanticipated content. the interview guide was developed following a rigorous process: 1) drafting of initial questions based on a literature review on the needs of relatives post-stroke; 2) review by an interdisciplinary research team; and 3) content validation by 3 groups of experts (relatives, stroke clients, and health professionals; n = 4 for each group) using delphi groups. the interview guide included openended questions aimed at documenting the perspectives of individuals regarding health services actually received by relatives as well as health services perceived as ideal. Each question was followed by a list of themes to explore. new themes emerging from previous interviews were added to the list. this procedure allowed discussion of themes spontaneously mentioned by participants. two interviewers (Mt and Jb) were involved in data collection of Phase 1 while Jb and AR coanimated focus groups of Phase 2. Individual interviews lasted less than 1 h while 2 h period was used for each focus group. discussions of the focus groups in Phase 2 centered on the similarities and differences emerging from the data collected in Phase 1. All discussions were audiotaped and transcribed verbatim. Participant mentioned during interview either being part of the health care system (e.g., him-or herself being a health care provider) or having a trusted relative part of it. M: male; f: female; R: relative; t1: acute care; t2: in-or out-patient rehabilitation.
Data analysis
QsR nvivo 10 (doncaster, Australia) was used for data management and analysis. data analysis was conducted iteratively while data were being collected in order to validate content with subsequent participants. A summary of all interviews and focus groups was made to identify overall meaning (17) . content analysis of the transcriptions was performed concomitantly using a comprehensive coding grid that evolved as new categories linked to the study theme emerged from the data. Half of all content was co-codified by another member of the research team. the coded content was then grouped into categories and discussed with the research team until consensus was reached about essential meanings. Quotes were identified based on the following system: R (relative), s (stroke client), HP (health professional), Id number, t1, t2, fG (focus group).
REsults
Actual versus desired ideal services
the main themes emerging from individual interviews were similar between relatives and stroke clients except that in some cases where dyads were interviewed individually, some unmet needs perceived by relatives were not necessarily identified by the stroke client. . the main themes emerging from acute care versus rehabilitation phases were also similar except for a few differences which are highlighted below. Actual services emerged as being quite diversified from one case to the next and 4 main factors (see table III) were identified as influencing actual services although the actual referring institution did not emerge as a factor in itself. While participants were recruited mostly from 5 main health care institutions, they referred to more than 10 different institutions when relating individual experience. the vast majority of participants identified a gap between actual services received by relatives and services perceived as ideal. for some, they perceived receiving no services at all: "It was me who supported her, you know"; "we managed" Relatives' primary role was still to be a source of information and potential caregiver and they were seldom considered 
Factors emerging as influencing services received
four main factors emerged from the individual interviews (Phase 1) and were further validated through focus groups in Phase 2 as influencing the amount and quality of services received by relatives, thus helping to reduce or increase the perceived gap between actual and ideal services: ability to seek, self or relative being part of the health care system, daytime versus evening or weekend availability to visit stroke client, 
because they know the strengths but also the weaknesses in the system and they don't want to experience them… But I see it as facilitating discussions with the health care team…"
Daytime versus evening or weekend availability to visit stroke client: since most of the services for relatives are offered on the fly and are not organized or planned, this emerged as a factor influencing services received. The exception was when there were planned meetings (mainly in rehabilitation phases) where relatives were invited but these occurred mostly in the daytime on weekdays.
HP, fG: "If they [relatives] came during the day, they would know but you come in the evening unfortunately, it's a bit like that and I think it's a reality that is still there because it's true that in the evening you are somewhat disconnected, it's a different reality and they have very few interventions with the physio therapists, occupational therapists, etc., it's true that all that happens during the day … when in fact people are working and they already feel guilty about not being there and then they come in the evening and are told to get lost because they weren't there during the day."
Visibility of progress/improvements in stroke client's condition: whenever relatives saw improvements in the stroke client's condition on a daily basis, it was reassuring, gave confidence and helped to decrease perceived needs; therefore, even if the services offered remained the same, as needs were less, the gap between actual and ideal services was perceived as small. similarly, in the absence of cognitive or communication impairments, the stroke client would act as a liaison between the relative and health professionals. and visibility of progress/improvements in stroke client's condition. table III summarizes these factors and provides excerpts from the transcript to illustrate how they shape the perception of a gap.
Main differences between acute care and rehabilitation
Although many similarities were found in the perceived gap in services received as compared to an ideal, there were contextual differences mentioned relating to being treated in acute care versus in a rehabilitation facility. One of these was staff turnover, which was perceived to be higher in acute care and helped to increase the challenge of getting services for relatives: "There was a lot of staff turnover so it was difficult to really get the latest news right away. 
Variations in actual services received and factors perceived as influencing
Results of this study point up a wide variety in the amount and quality of services received by relatives post-stroke. Overall these services were fundamentally characterized by being delivered mostly on the fly and as a result of an effortful search on the part of relatives. sub-optimal seeking was reported 10 years ago as a key activity for relatives post-stroke in another qualitative study (20) . Another factor influencing the perception of the amount of services received was whether the participants him/herself or a family member was part of the health care system which was mentioned as facilitating receiving services. A positive relationship between information provision and health literacy level, assuming that being part of the health care system favours health literacy, has been documented previously (21, 22) . Other factors mentioned were schedule of visits which was previously also identified as an important factor (15) , staff turnover and availability of team meetings representing main contextual differences between acute care and rehabilitation phases. Part of the diversity found in this study in the amount of services received by relatives could mirror varying needs, dependent in part of daily improvements of the stroke-client. Therefore, it is crucial to assess the patient's social environment in order to provide services in accordance with needs. this type of assessment provides an accurate picture of what the social environment might offer and how it can support the stroke client. It also enables the identification of unmet needs to be addressed to prevent the social environment from deteriorating (e.g. burden (23, 24) , depression (25, 26) and change in participation (2)) and ensure its long-term viability given the increasing life expectancy after stroke (27) .
As interventions should focus on the process of meeting relatives' needs for information, education and support (9, 28) , these needs should be the focus of an assessment. Although measures for outcomes such as burden are available (29) , these may well be appropriate for research purposes as outcome measures but may not be so for day to day clinical practice as they don't inform specifically on relatives' needs. In this study we learned that participants greatly valued how services were received and open communication with health professionals was appreciated. therefore, a qualitative approach might be more appropriate and effective to use in a clinical setting than to use a standardized outcome measure which would provide information only about the efficacy of the intervention. An added merit of a qualitative approach would be to allow a dynamic communication to screen, assess and simultaneously meet needs in the social environment, which remains a challenge in an acute care setting (30) where length of hospital stay are short. In support of this suggestion, we found that team meetings were perceived by all actors in this study as an effective way to simultaneously assess and meet relatives' needs for information.
Services wished for as an ideal
Having to seek emerged as the "normal" way to get services (20) but in an ideal world, participants wished for receiving information, education and support without having to seek for it. furthermore, timing and readiness were found to be an important issue (7) . In this study, participants in Phase 1 strongly insisted on "the earlier the better" while health professionals reported that sometimes their interventions did not take hold until many repetitions because of readiness issues. We know that length of stay has declined significantly in recent years (31) and considering that the majority of stroke clients are discharged home from acute care (32) without accessing a rehabilitation facility, the suggestion of the earlier the better makes sense.
Relatives' and health professionals' roles
Results of this study highlight relatives' primary role perceived by all actors as being a source of information on stroke client's previous abilities and as a potential caregiver where, in some cases, education or training on how to best assist stroke-client will be provided and has shown some effectiveness (33) . However, their role as a potential client, in needs of information and support to help decrease anxiety and prevent depression is not legitimized. In 2006, Rodgers and collaborators (34) commented on consequences of stroke for carers and insisted on considering relatives not only as a source of information but also as legitimate clients and as such formally assess their needs. some may argue that relatives are not 'true' clients as they are not the ones admitted for a health problem. this argument displays a reluctance to accept a change in practice towards a family-centered approach (35) . Relatives are part of the social environment, which may prove to be more dynamic and interactive than the physical environment, but which should be equally considered a key factor (36, 37) , potentially impacting on the participation level of stroke clients (38) and as having to deal with the consequences of the stroke modifying relatives' own participation (2). Although health professionals typically assess the physical environment (e.g. stairs, other architectural barriers), they rarely assess needs in the social environment after stroke (15) .
furthermore, while health professionals perceived the social worker as having the specific discipline-related role of interacting with relatives, our results suggest that in actual service delivery, all disciplines were more or less involved with relatives, depending on the stroke client's impairments or contextual factors such as their availability. Ideally, as the social environment is one element of stroke management, all members of the interdisciplinary team should be involved with relatives since their work is complementary and the team approach has proven to be effective in stroke management (39) .
Strengths and weaknesses
A major strength of this study is the inclusion of all actors concerned with the provision of services to relatives post-stroke. Another strength was the rigorous two-phase qualitative design in which emerging themes from individual interviews were discussed and validated in 3 separate focus groups. The specific urban context of only one province among several canadian health care systems could be considered a limitation, as could the representativeness of the participants, although a deliberate attempt was made to achieve a diversity of individual characteristics. As such, proportion of participants of our samples with higher education was greater than in the general population and thus different results could be found with another sample presenting lower educational level.
Clinical message
• Actual services received by relatives were found to be influenced by an individual's characteristics whereas according to practice guidelines all have an equal right to be treated as clients post-stroke.
• A systematic, concerted and proactive team approach including a systematic assessment of patient's social environment is required in order to provide services in accordance with needs.
